March 11, 2012

To Members of the Labor Committee,

My name is Pat Tyler. | am here to testify in opposition to H.B. No 5433, An act
Creating a Procedure for Personal Care Attendants to Collectively Bargain with the
State.

| am the parent of an adult daughter who receives services through the DDS Home and
Community Based Medicaid Waiver program. My daughter has been supported using a
combination of Waiver Services for the past seven years, which include funds that use a
self —directed model. | have written the training program for the staff that have also
been used by the agency that supports her. Without a contract, staff | hire for my
daughter commit to one year, while | retain some employees that have been with her for
over six years. This relationship is intimate and requires a high degree of a variety of
skills. | am trusting these individuals with my daughter's safety. | do everything possible
to foster and nurture the development of her staff, which has included sending
employees to trainings. | spend many hours every week managing her individualized
budget and addressing programmatic needs. |, as most other loving families, have
dedicated much of my life to ensure that she has a good quality of life. The current
model is place has given us the flexibility to recruit, train and determine the wages and
benefits that best suit our individual situation. There is no real self determination when
you strip away the ability to negotiate wages, benefits and other related categories.
Executive Order #10 and this Bill insult the all the hard work that families and persons
with disabilities have done in order to responsibly create and support good working staff

This process has been corrupted and excluded the voices of families and persons with
disabilities since its inception. | was never informed that Executive Order 10 applied to
my daughter’s staff, until | received DSS notification in January. The DSS
communication referred to “Personal Care Attendants.” Recipients of the Waiver
administered by the Department of Developmental Services have never used this
terminology. | immediately contacted the Governor’s Office, the Commissioner of the
Department of Developmental Services, Kathy Bruni from DSS — member of working
group one, the Governor’s appointed assistant to the working groups, Aaron Frankel ,
and others requesting that a clarification of this terminology be sent to families and their



employees. | made public comment upon this in January to the Quality Care Working
Group. Nothing at all was done. At first | thought it was an oversight, but as time went
on | came to realize that not informing the employees that these terms included them as
employees of DDS services was intentional. Last week at the Information session, the
Chairperson of the Quality Working group admitted that a “gap” had occurred with
regard to clear communications about who actually was included in this group. She
stated that letters clarifying the process would be sent out, but not before the ballot from
the Union reaches the employee hands and not before this bill's public hearing. Six
months would pass before families, persons with disabilities and their employees
understood that Executive Order #10 would apply to them. The meet and confer
process, the ballot count (soon to take place) and the presentation of this Bill have
taken place under the agenda of the SEIU Union and deliberately operated in a manner
to confuse and exclude the very recipients of the Waiver. Since the State of CT began
this process, the responsibility of the tack of fransparency and information rests with the
State. At meetings, stories were shared and evidence produced that indicate unfair,
aggressive tactics have been utilized by SEIU in order to obtain the necessary 20% so
that a ballot process can begin. The vote scheduled to take place this week is going to
take place under a dark cloud of perceived corruption.

Persons with disabilities have voiced their satisfaction with the current system that
allows for a portability of individualized money to be spent upon their employees with
whom wages, benefits, and trainings are their responsibility, not an arbitrary
government appointed panel as the proposed Bill specifies. The bill clearly does not
benefit persons with disabilities, which is ironic since that is the purpose of the Medicaid
Waiver money. Medicaid money was intended to serve the persons receiving the funds.
It is now transparent despite the lack of information given, that the needs of persons
with disabilities is not driving this process. As the Union Representative stated at last
Wednesday's information session, they are involved to “get more members.” If the
legislature or the Governor are sincerely interested in raising wages or helping our
employees, additional funds can be appropriated to the person with a disabiliy’s
budgets. | am unaware of any attempt to sit down and ask for meaningful participation
on behalf of persons with disabilities. Our attached petition has approximately 200
signatures of individuals that are also voicing their opposition to this bill. The
Chairperson of the Quality Work Group cannot explain how this Bil! will be funded,
other than to state that maybe the Union can get the Legislatures to appropriate more
money. Shifting the control of one's money to the Government controlled representing
Panel will not benefit the recipients on these Waivers. Good public policy should
understand how and why proposed changes will improve the lives of the recipients.

[ have been a registered Democrat for 40 years. Our party should stand up for
vulnerable individuals and ensure fairness and inclusion in the process. Paternalistic



stances that ignore what persons with disabilities want for themselves has a painful
historical perspective. Valarie Kerr states in her research (2011) equality does not exist
if one does not have the opportunity or respect to be self determined. Any reduction of
decision making for persons with disabilties which includes the determination of wages,
benefits or decisions that will directly effect their quality of life is unacceptable. This
committee cannot support this Bill in good conscience without inviting persons with
disabilities and those with extensive experience and knowledge of the needs of persons
with disabilities into the process. We have systematically been excluded . My freedom
to analyze policy and make intelligent decisions about what is in the best interest of my
daughter cannot be hijacked by anyone. Executive Order 10 cannot silence the
outrage families and persons with disabilities feel and will express, as they come to
understand all the ramifications of a Bill that places the locus of control into the hands of
a State Appointed Panel, What is the motivation for this Bill? Who does Government
intend to serve? As the late Wolf Wolfensberger writes in his last published paper “We
have to learn whom and what to put our trust in and just as important- when and what
not to.” | encourage you to educate yourselves on the tremendous upheaval that has
occurred in states that have attempted to enact similar legislation, the lawsuits across
the country that have been filed, the unnecessary heartache inflicted upon person with
disabilities and their circles of support and then to have the political courage to say No.

Please see the attached petition and email regarding the confusion caused by the
langugage in the Executive Order 10.



regarding Executive Order 10

Pat Tyler Feb 152012

to Aaron, kathy.a.bruni, dawn.lambert

Greeting to All, I had intended to also send this email to Mr. Dennis Murphy, but his email is
not currently listed on the State of CT website. Please forward him this information.

T am writing to ask that it be placed in the record that I, along with many other families and
clients of the Dept. Of Development Service, did not understand that the language "Personal
Care Attendants" applied to direct care self hires. As I have communicated to everyone on this
email, I believe that due to this confusion, families as well as the employees have suffered a
great deal of confusion. Many staff have reported that they did not view communication from the
Union as applying to them, therefore they simply disposed of sent or delivered materials. This
confusion could have been resolved by additional language that indicated that the term "PCA"
was being used to include a wider group of individuals. I believe whatever responses you are
receiving from the Union, does not accurately reflect employees that are on DDS Waivers.
Although I have communicated these concerns on several occasions, I have not witnessed any
additional information being provided to families or direct care employees (now termed PCAs).



Choice for CT Individuals with Disabilities:
Urgent Help Protect individual budget funds.

Share your petition below. Or, customize your petition image, letter, and other settings

PETITION CLOSED

» You signed this petition | Feb 03, 2012

Help / Feedback » Press Inquiries * Flag as Inappropriate

1. Manage Your Petition

Re-Open Petition » More Options

2. Signatures
195 out of 200
Petitioning

Choice for CT Individuals with Disabilities




Why This Is Important

Executive Order 10 by Governor Malloy has allowed Unions to organize and contact employees
of individuals with disabilities, for the purpose of forming a union. We are NOT anti-unions, but
we ARE pro-making our own choices. The promises being made to employees does not indicate
how and WHERE the funds will come from, This has NOT been done through ordinary
legis|ative process. Individuals with Disabilities will be negatively impacted, if their individual
budgets fund the Union benefits promised without the Legislature providing additional funds. CT
currently has a 73 million dollar deficit. Individuals with Disabilities and their families can
contribute meaningfully to addressing problems related to their support staff and should be
included in the process, BEFORE action is taken. There has been a lack of transparency in the
process, and individuals with disabilities and their loved ones have a right to fully understand
who will fund the Union promises, The term PCA (Personal Care Attendants) was never applied
in the community of individuals with developmental disabilities; therefore there has been
inadequate time for this population to voice concerns. This is the result of Executive Order 10 by
the Governor. Immediate action is necessary, so our representatives understand that we will not
passively sit by and allow individuals with disabilities to have cuts to their services. You can
copy and paste this link to read the Order.
htp://www.governor.ct,gov/malloy/lib/malloy/EQ_10_Personal Care_Attendant_Quality Home
Care_Workforce_Council.pdf
Actions you can take: 1. Read Governor Malloy’s BExecutive Order 10. 2. Contact the Governor’s
Office through email or letters ASAP. 3. Email or write your local and state representatives. 4.
Write your local newspaper — this can be short and to the point. Individuals with Disabilities
want to ensure their budgets are not going to fund Union promises made to PCAs (which include
DDS direct care staff).
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